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Background 

• Africa is facing a dual epidemic
• Need for health systems to evolve
• Innovative care for chronic conditions (ICCC) 

proposed by WHO
• ICCC emphasises  need to meet multidimensional 

needs  and recommends involvement of patients, 
their values objectives and knowledge

• Need for research to understand people’s views 
and values , needs in Uganda with a different 
cultural and social context for patient centered
value based care.

 



Study Aim

• To understand the multidimensional  needs 
and concerns of Ugandan patients with HF 
along their disease trajectory.

 



Study design 

• Serial longitudinal qualitative in-depth interviews  
with patients with advanced HF , admitted in 
General cardiology ward in MNRH 

• Interviews scheduled: at first contact, 3 months 
and 6 months  

• Monthly phone calls

• Earlier interviews if significant changes in 
patients’ status

• One off interviews with HPs

 



Sampling and Recruitment  

• Purposive sampling

• Inclusion criteria 

• Advanced HF (Metra et al 2007)

• 18 years or older

• Consented to participate

• Home within 80km from Kampala

 



Sampling 

• Exclusion

• Diminished cognitive capacity

• Severe Communication deficits

• Could not speak English or Luganda.

• Interview guide and  recorded using digital 
voice recorder

• Field notes taken

 



Ethics 

• Ethics Approval from UoE ethics committee, 
the Mulago Hospital Ethics Committee and 
the  UNCST (Reference numbers: MREC: 313, 
D/GC/178, SS 3083  ).

 



Analysis

• A grounded theory approach :line by line, 
focused coding, theoretical coding and 
constant comparison. 

 



Results

• 48 interviews conducted 

• (21- 1st, 13-2nd, 6- 3rd, 8 bereavement)

• 11 patients died by 6 months.

 



Results 
Characteristic Total (%)
Age group
18-20
21-30 
31-40
41-50
51-60
61-70

1 (4.8%)
7 (33.3%)
3 (14.3%)
3 (14.3%)
6 (28.6%)
1 (4.7%)

Sex
Female 15 (71.4%)

Education level
None
Primary
Secondary
Tertiary 

5 (23.8%)
8 (38.1%)
7 (33.3%)
1 (4.8%)

Marital status
Single
Married
Widowed or separated

8 (38.1%)
6 (28.6%)
7 (33.3%)

Diagnosis 
Dilated cardiomyopathy 
Endomyocardiofibrosis
Hypertensive heart disease
Rheumatic heart disease
HIV cardiomyopathy

4 (19.0%)
2 (9.5%) 
6 (28.7%)
7 (33.3%)
2 (9.5%)

 



Physical needs and concerns

• Need for a cure,  control symptoms and to return to normal 
functioning

‘I would not aim for just improvement but when I am still sick I want to be 
okay and cured to be able do my work.’ (Patient 20, Interview 1)

‘I thought, how can I go home with no medicine?  I cried a lot before the 
health workers because I wanted them to treat my pain.’ (Patient 2, Interview 
1)

• ‘The patients come with shortness of the breath of-course the different 
degrees, um usually we don’t see people with New York Heart Association 
stage 1 and 2, they are either at health centers or district hospitals they 
come here in New York Heart Association stages 3 and 4 and those are very 
sick and have body swelling, pedal oedema or ascites. Some have 
arrhythmias usually it is our clue to what could have brought them to 
hospital and they need relief.’ (HP3)

 



Psychological  needs and concerns

Need for reassurance, empathy
• ‘The health professionals  should put themselves 

in the position of the patient especially when they 
are talking to them. Let them take time to know 
from the patient what they need.’ (Patient 8, 
Interview 1)

Need to attain life goals
• Yes, I am very sad because after all the time I 

have spent in school, now because of the illness I 
just stop there without achieving what I wanted.’ 
(Patient 14, Interview 1)

 



• ‘Yes there is need to support them socially and of 
course aaa emotionally by counselling ’ (HP8)

• ‘There are a few of them who have had issues like they 
want to conceive but have rheumatic heart disease and 
mitral stenosis and we have told them the risks, it is a 
bother to them because if you do not have a child you 
want a family and we are telling them you have to first 
sort out the valves and the options are limited.’ (HP4)

• ‘Impotence is very common especially among the men, 
we always have to ask about it. Because one of the 
medications, they may not tell you but because for me I 
am familiar I ask them then they tell you. Sometimes 
you may have to get into real counselling and also find 
if there is an alternative medication.’  (HP2)



Social needs and concerns
• Need  for independence and to be  control
‘Ever since I got ill I have never been able to plan anything in my life. 
But at least some diseases you can plan and work and save money to 
support you when you are weaker.  You envy those with HIV because it 
will not come today and make you dependent tomorrow. You can get 
treatment get better and have some time to plan. There are things like 
the dress I am wearing you want as a normal person to be able to buy 
it yourself, but if one has to give you their clothes all the time it does 
not feel good  .’ (Patient 13, Interview 1)

• Financial needs

‘My biggest problem is poverty because all the money I get goes to 

buying medicines and so all the time you are poor.’ (Patient 20, 
Interview 1)

 



• Need to meet social roles  
‘That is my family, they are young. I cannot even wash for 
them or cook for them when I want to, that is how it is with 
this disease.’ (she says it  crying) (Patient 5, Interview 2 at 
home)  

Need for food 

‘Nutrition is a big problem.. so I think that  they need that 
support. You see because patients are not working, they 
cannot raise income for themselves and even food. So they 
get malnourished and when you see someone you think it 
heart failure when it is more than that.’ (HP3) 

 



Need for acceptance in community

• ‘Then of course like the school going children because 
we see a lot of rheumatics.  Their challenge is these 
frequent visits to the clinic then actually recently some 
were talking about stigma. A few of them are actually 
stigmatized. Especially those who go to school, because 
you know some people don’t know that heart failure 
can make someone like if your heart has failed it will 
make you be in hospital off school for sometime. Like I 
have seen people been mistaken to have HIV. 
Whenever they come for follow up they say my 
classmates think I have HIV you really see they are 
concerned.’ (HP 4)



Spiritual  needs and concerns

• Need to find meaning

‘Illness is a test and you have to go through it. In 
my religion it is said that every test must have a 
reason for its occurrence and must have an 
answer to it. So this is what scares me most 
because, whenever there is a test and you have 
no answer you must be scared that you have 
failed. ’ (Patient 8, Interview 1)

 



• Need to be valued 

• ‘I want the health workers to come just as you have come here 
you have sat with me and asked me what my problems are, 
and I need them to check me and give me medicine. I feel at 
peace in that way and will feel that my doctor has cared for 
me, he or she has understood that I am a person.’ (Patient 5, 
Interview 1)

• Need to express spirituality

• ‘A number of patients have told me that fine you have given 
me these drugs but am also going to pray, okay, and  I do 
encourage them to pray it but I also encourage them to take 
their drugs. Yes.’ (HP1)

 



Information needs

• Information needed on the cause of the illness, 
the meaning of symptoms, test results, 
medications and how to care for themselves,  

• ‘They have done several scans but have not explained to 
us the results they did not explain to me the echo too. I 
would like to know, what the problem is. I would like to 
know, what treatment I need which one I should 
emphasise.  Explain how the treatment will help and how 
it works. That will be clear and I will be more convinced 
and will also put in personal effort.’ (Patient 8, Interview 
1)

 



• ‘Patient education, I think we are not doing enough. One 

because may be patient volume is too much but I think two I 
don’t know whether it is true the assumption that patients 
don’t understand the information and I think they actually do.’ 
(HP 3)

• ‘Sometimes you may assume they know the prognosis and 
then  they ask questions which show they think they are going 
to get better and then kind of  like go back to their normal life, 
it always brings hard questions to discuss.’ (HP7)

 



Conclusions

• Current care based on biomedical approach 
and is insufficient to meet patient needs

• Importance of  patients’ views and values in 
their care and HPs views
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