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Introduction
Lipid lowering drugs and lifestyle advice can eliminate the added lifetime risk of 
coronary heart disease and stroke associated with heterozygous FH.  Despite 
this life expectancy of patients with FH is well below the national average. This 
is due to suboptimal adherence to treatment. 

Studies in other chronic conditions studies have shown that education leads to 
improved adherence to treatment in adults and children. The role of this review 
therefore is to explore the impact of educational interventions on FH adherence 
and to understand the underpinning pedagogy by which this is achieved.  This 
will enable future development of educational strategies to optimise FH patient 
care

Materials and Methods
A systematic review was conducted using Medline, CINAHL, HMIC and Embase
to address the primary review question “ What is the effect of educational 
interventions on patients’ adherence to treatment in FH?”. Search terms are 
shown in the table below. 

To be included in the review, studies had to 
1. Include patients with FH who received education that went beyond standard 

care as defined by the 2019 NICE guidelines on FH.
2. Include a measurement of adherence. 

The methodological rigor of each included study was assessed using The 
Medical Education Research Study Quality Instrument. Study heterogeneity did 
not allow meta-analysis and thus the synthesis without meta-analysis (SWiM) 
reporting approach was used. 

Familial hypercholesterolaemia AND Education (MESH)

OR Hypolipoproteinaemia type II 

(MESH)

OR Hypolipoproteinaemia 

OR Patient education as a 

topic (MESH)

OR Health education 

(MESH)

OR Education (free text)

What  Did this Review Find

• Education improves short term adherence to FH treatment 
• An effective intervention 
1. Uses techniques such as motivational interviewing to empower the patient.
2. Sets practical problem solving tasks for the patient using real world problems.
3. Involves the whole family in the educational programme

Study Identification 

Limitations of the review

• All included studies only measured short term adherence 
• There was a focus on dietary education and adherence.  There was limited 

information on medication education and adherence.
• Three of the six studies identified were over 20 years old, during that time 

our treatment of FH has changed. Also the technology by which we can 
deliver these interventions has expanded.

Study Design Population Intervention Control Outcome 
measure

Result

Chahal et al 
2013

Non randomised 
control

Newly diagnosed 
dyslipidaemic
children

Didactic group 
teaching with 
peer education 
and motivational 
interview

Didactic group 
teaching

-Lipid profile
-weight
-lifestyle 
assessment
-Nutrition score

No significant 
difference in lipid 
profile between 
the two groups

Greater 
reduction in 
median weight 
percentile weight 
in the 
intervention 
group

Huckendubler 
Stephenson et 
al 2009

Non-randomised 
control

Adult patients 
with FH who did 
not have access 
to a tertiary lipid 
specialist

-Information 
leaflets
-Personalised 
risk assessment
- Personalised 
treatment target
-Instructional 
forms

No education Lipid profile Non statistically 
significant 
reduction in 
percentage total 
cholesterol

Benatar et al 
2020

Descriptive A whanau 
(extended family) 
with a specific 
LDLR mutation 
causing FH

Setting 
cholesterol 
education within 
a traditional 
Maori Hui (social 
gathering).

Giving power 
back to the
whanau

No control Seeking medical 
intervention

17 members of 
the whanau have 
undergone 
genetic testing 
and started 
treatment 
(Number 
attending 
teaching not 
stated) 

McMurry et al 
1991

Descriptive 49 
hyperlipidaemic
adults of which 
21 had FH

All family 
members 
unaffected 
spouses, parents 
and children 
encouraged to 
attend. Classes 
in the evening to 
facilitate this.
A year of 
monthly classes

No control Lipid profile There was a 
statistically 
significant 
decrease in 
mean total 
plasma 
cholesterol

Dallongeville et 
al 1994

Non randomised 
control

Adults with newly 
diagnosed FH

Analysis of 
current diet.
-60 minute 
didactic session
-Leaflets
-Menu planning 
and eating out 
session

No education Lipid profile Statistically 
significant 
reduction in total 
cholesterol

Dixon et al 1999 
with pilot study 
Shannon et al 
1991 forms the 
pilot

Prospective 
cohort study

Children with 
elevated LDL-C 
between 4-10 
years old

Parent-child 
autotutorial
(PACT) program 
made up of 10 
talking book 
lessons and a 
workbook

1 hour of didactic 
dietary education 
or no education

Average diet 
quality index 
score (DQI 
score) -a lower 
DQI score 
indicates a more 
healthy 
diet

There was a 
statistically 
significant 
reduction in DQI 
score

Included papers

• Chahal at al 2013 -Education for lifestyle based of hyperlipidaemia in 
children enhanced by a collaborative approach.

• Benatar et al 2020 – Hui: a partnership in practice in FH.
• Dixon at al 1999 and the pilot of Shannon et al 1991 -Diet quality of young 

children who received nutrition education promoting a lower fat diet.
• Dallongeville et al 1994 - Short-term response to dietary counselling of 

hyperlipidaemic outpatients in a lipid clinic.
• Huckendubler-Stephenson et al 2009 - Benefits of MEDPED treatment 

support program for patients with FH.
• McMurry et al 1991 - Family Orientated nutrition intervention for a lipid clinic 

population.

Summary of Findings

Future Plans

• Aim to design a teaching intervention that incorporates both dietary and 
medication management, using the effective strategies discussed above. 

• Look at how this teaching could be delivered remotely using technology.
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